Serving Arizona Polio Survivors since 1985
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As part of our goal of sharing experiences and mechanisms for sustaining and improving our lives as
polio survivors, I’d like to share
three aspects of my experience with
polio. First, a brief history of how the
disease affected me, and then how it affected my parents and family, and the reaction of others.
The first is the experience of the actual disease itself. I
was two and one half at the time I contracted the disease. At that time, we were living in San Antonio, Texas.
As you might imagine, I have no knowledge of life before getting polio, only a few memories of the time that I
spent in the hospital after contracting the disease, and
the immediate year or two thereafter.
In my case, I had a major paralytic event: my back and
both of my legs were affected. Initially I wore a back
brace and two leg braces. I was fortunate that my right
leg and back recovered sufficiently to permit the removal
of the right leg and back brace after about 18 months.
So, I grew up wearing a full leg brace on my left leg until
the age 14. Back in those days, the brace was built into
the shoe itself, which effectively meant I had one pair of
shoes I could wear until I grew enough for the next
brace. I became as you might imagine deeply tired of
those shoes.
Summers were a time of orthopedic surgery: for four
summers over seven years I had surgery and was in a
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General Membership Meetings
Every 2nd Saturday at
Encompass Health Hospital;
2650 North Wyatt Dr.
10:00 A.M. - 12:00 Noon
(except July, August & December)

Board of Director Meetings held
on 1st Thursday of each month
at Ward 6 Offices at
3202 E 1st St, Tucson
10:00 A.M.—12:00 Noon
(except July)

All Welcome
The opinions expressed in this publication are
those of the individual writers and do not
necessarily constitute an endorsement or
approval by POLIO EPIC, INC. If you have
personal medical problems, please consult
your own physician
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The General Membership Upcoming Meetings
February 9th, 2019—Dr. Debra Walters, a recently retired Tucson internist and physiatrist,
will speak to us about her experiences with treating polio survivors. Dr. Walters has worked
with several of our own members.
March 9th, 2019—Meeting at the Hilton Tucson East. Free event, Dr. Marny Eulberg, polio
survivor and medical doctor will be speaking about how to talk to doctors that do not understand polio and post polio. Breakfast provided. 9:30am—12Noon.
April 13th, 2019—Honor Flight Network is a non-profit organization created solely to honor
America’s veterans for all their sacrifices. We transport our heroes to Washington, D.C. to
visit and reflect at their memorials. Long-time member, Russell Amling will be participating
in this flight, and tell us about his trip.
May 11th, 2019—Directed Member sharing, lead by Jim Coleman and Frank Frisina. They
will be leading a discussion on changes and adaptations to our homes, and living independently in our own homes with a disability! Bring photos of your adaptations and workarounds!

For the third year in a row, Rincon Rotary has been helping
Polio Epic, Inc., by fundraising during the El-Tour de Tucson
Bike Marathon. We wish to thank all Rotarians for the work
they do to eradicate Polio in the world, and Rincon Rotary for
remembering “WE ARE STILL HERE” Pictured is Rotarian,
Tom Eiff presenting a donation of over $540 to our group president, Joanne Yager, during the 2018 Polio Epic Holiday Party.
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full leg cast/wheelchair for most of the summer. Three of the surgeries were to correct foot position on my left leg, one on my right
leg, the last one, so that the length of each leg would be approximate the same. While other kids may have looked forward to
summer. I, well, not so much.
At 14, I was able to step out of the brace, and ambulate without
assistance, but with a significant limp. For me, passing as normal
was never an option. It was always obvious that I had a disability. On the positive side, I
was also able finally to own more than one pair of shoes, but even here there was an issue: due to different shoe sizes, I was required to buy two, one for my right foot and one
for my left.
The limp got imperceptibly but unmistakably worse over time. In my mid-40’s I began experiencing incidents of unexpected and uncontrolled falling down, and my ability to walk
any distance was diminishing significantly. At this point, after meeting with doctors and
having a gait analysis, we decided to have me go back in a leg brace with assistance of
crutches. This was in 1998, but falling had started a few years before. In 2001 I was diagnosed formally with Post-Polio syndrome and had the benefit of working with one of
the premier Post-Polio clinics, the International Rehabilitation Center for Polio in Framingham, Massachusetts.
Let me now turn to how it affected my family. My father was a dentist and an officer in
the Air Force when I contracted the disease in Texas. Shortly thereafter he was reassigned to March Air Force base in Riverside, CA which is where I grew up and received
most of my treatment. Medical care was frequent, as was therapy, especially water therapy. My parents were of the mainstreaming school. With the exception of things which I
absolutely could not do, they encouraged me to try anything. I was an active golfer and
bowler. I swam on the local swim team. In high school, I was active in drama and music.
I was fortunate to have a good mind and did well in school, attending Stanford as an undergrad, and Cornell and Stanford as a graduate student.
My family made sure I was integrated and part of the general familial activities, and for
this I am forever grateful to them. I am sure that they paved many a path for me, and I
am glad to have had some opportunities that others might not have. You may know that
polio survivors are generally strong type-A personalities: if you want to get something
done, you do it. Find a way or, more often, make one. Of course, the “what is it that you
want to do?” is self-selective and there are many physical things that I simply never tried
because I knew they wouldn’t have been possible.
This self-selection of activities that we want to do/feel capable of doing is something that
all of us go through, but in the case of a polio survivor, it bleeds into how others perceive
you and your capabilities. The great unknown/unknowable is, as the poet Robert Burns
has stated, seeing ourselves as other see us. Physically I was obviously damaged
goods if you only looked at the face of things. But only then. Most who have gotten to
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know me tended very quickly to forget about/ignore my incapacities, even to the effect
to expecting me to be able to do something I clearly couldn’t. In other cases, my capacity to do a job or task was overridden by those who could only see the disability.
I do not think this happened often, but I cannot know. I do know that my disability cost
me at least two jobs I thought I wanted at the time.
But work I did, and in variety of careers: education, administration, program and project management in information technology, mostly in the not-for-profit world of universities, and one 10-year stint in the for-profit world. I retired in November of last year,
at, almost, 69. Pretty good run for a cripple, don’t you think?

Seriously, polio has profoundly affected me, but the “what if” question is pretty much
irrelevant. We do what we need to do with what we have and the help we get. Recently my wife and I built a house specifically to meet my needs (go and try to find an existing home with even the smallest ADA accommodations) especially in the bathroom
and through having wider doorways that are wheel chair accessible. As you might imagine, we’d had tried finding an existing home with such accommodations, but after a
year of looking, were able to find essentially nothing, so building our own became the
only possibility.
I use a wheelchair at home in the evening so that I can get out of my brace – gals, this
is like taking your bra off after a hard day at the office, but only if your bra weighs 8
pounds. These new accommodations have made a world of difference in my day to
day life.
Whatever my abilities, they would not have been enough on their own. I have had assistance from a number of places and individuals. I have learned to accept help gracefully, harder if you’re a Post-Polio A –type, than you might think. Polio has not been the
only health concern I’ve had to deal with, so understanding my own health and how to
take care of myself has been important. Using assistive devices, e.g. braces, wheelchairs, hearing aids, glasses, to name but a few, is essential. Pacing is critical, not
overdoing, some light exercise, all of these are important.
But I am still here, as are we all, and I want to continue to make a difference at least in
my immediate world. Thanks for your attention.
Jim Coleman is our newest Board Member and moved to Tucson
from Massachusetts. He has been a welcome addition to our board.
You may have noticed him already speaking to Rotarians, and as of
January 2019, our new webmaster for Polioepic.org. Welcome Jim,
and we are glad you found us!
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March 9, 2019 in Tucson!
Dr. Marny Eulberg speaks to us in Tucson!
Dr. Marny Kay Eulberg, M.D., was recognized on two separate occasions during 2005 for her outstanding work a family physician.
She was named the 2005 Colorado Academy of the Family Physicians Family Physician of the Year and honored for such by both
houses of the Colorado Legislature. She was also honored by Denver Mayor John Hickenlooper and the Denver City Council for her
lifetime contributions to the health and welfare of Denver citizens, in
particular for co-founding and directing the only Post-Polio clinic in Colorado. These honors are just the latest in a long list of recognitions during her years as a doctor. Dr.
Eulberg is a polio survivor and has experienced the effects of Post-Polio syndrome.
This is her story: One day when I was 4, I noticed that my leg just didn't work right. I had
flu-like symptoms and, later, pain in my neck. My mother called the family doctor, who
said it was probably the flu. The following Sunday, my mother kissed me and my 14month-old sister, Vicky, good-bye and left for church. When she returned an hour later,
Vicky was unable to walk. My mother decided that this was not an ordinary case of the
flu. Both Vicky and I were taken to the local hospital, where we were diagnosed with polio. Some of my memories of the next six months include the pungent smell of hot, wet
wool from the Kenny hot packs, the pleasant bubbles and comfort of the whirlpool, and
seemingly endless hours of trying to walk within the parallel bars in the hospital rehab facility. I missed my family more than I could say. I left the hospital six months later with two
great challenges. The first was a long leg brace that locked at the knee and was used
with crutches. The second was the beginning of a desire for a career in medicine. My
parents launched a decade-long campaign against my budding medical career. They
pointed out the difficulties of standing for long hours each day, through medical residency
and beyond, wearing a leg brace. That was a good point. But whenever I thought of the
doctors who had cared for me--intelligent, yes, but very unapproachable, doing many
procedures to me, with neither my permission nor any attempt to explain the reasoning
behind them--l vowed that I would become a doctor who remembered and learned from
my past. I was accepted at the University Of Arizona College Of Medicine, where I was
determined to be as good as or better than most of the other students. I asked for no favors and accepted no sympathy because of my "handicap." I worked nights, 11:00 p.m.
to 7:00 a.m., as a medical technologist, 2-3 nights a week, to support myself through
medical school. I performed all the tasks expected of medical students, interns and residents-- including on one occasion standing in the OR for eight hours straight during an
open heart surgery. Following a family practice residency at Mercy Medical Center in
Denver, I returned to my hometown of Hot Springs, S.D., but I found myself missing the
life of a larger city, and returned in August 1980 to begin my private practice there. I had
done well without any assistive devices for about 25 years. Then, in early spring of 1985,
I stubbed my left toe and fell, bruising myself badly. It occurred to me that I might break a
bone if I fell again. But when a colleague suggested I start using a short leg brace, my initial reaction was, "No! I am not going to wear a brace ever again!"
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Gentle nudging prompted me to design an experiment. I decided I would count how
many times a day I caught my toe and stumbled when I wore the brace--proving to my
colleague (and myself) that I did not need the brace. The results, however, did not support my theory. I was stumbling 5-10 times a day without the brace, and not at all with it.
So, I began using it more and more. During this time, I became very interested in late
effects of polio, such as I was experiencing, but found it very difficult to find physicians
who knew anything about polio. It occurred to me that if I, a physician myself, was encountering so much difficulty, other polio survivors were facing a serious challenge in
finding a physician to treat their symptoms. I began reading everything I could find
about Post-Polio syndrome, gait analysis, the principles of bracing--mostly in the interests of my own care, but also to try and help other survivors with similar problems. Thus
began the Post Polio Clinic at Mercy Medical Center, where I worked one day a week,
and served on the family practice staff the rest of the time. I continued to wear a short
leg brace on my left leg at all times, and then started using a forearm crutch on the right
when walking long distances. Over time, my postpolio syndrome has progressed with
increasing weakness of my left leg, especially my left quadriceps, so that even with a
short leg brace on the left and using a forearm crutch on the right for distances over a
block, I sometimes felt that my left knee as going to buckle and, on more than one occasion, worried that I was not going to make it back home safely. After much searching
and evaluation, I chose to get a new design of a brace, made by Dynamic Bracing Solutions in San Diego, California. After much work, I am now walking “hands free,” feeling
totally stable and supported, and walking with much less obvious limp! I felt enough better about how I looked when I walked that I became motivated to lose 50 pounds and
have kept most of it off for over a year. At present, I work in the Saint Anthony’s Hospital
system for 0.6 of an FTE (full time equivalent) but I usually work about 50 hours per
week—seeing Post-Polio clinic clients about three half days per month. I spend the rest
of my time as a teacher of young doctors specializing in family medicine in the Family
Medicine Residency at St. Anthony’s. I also work three half days per week directly seeing patients as their family doctor. The theme of this current chapter in my life is that of
adapting to change. And, I feel fortunate to be realizing the dream I had so many years
ago--to use my experience to help others accept life as a polio survivor.
Reprinted and revised with permission of Dr. Marny Eulberg from the July 2000 Colorado Post Polio Connections Newsletter

Please come and hear Dr. Eulberg speak ! The event will be free of
charge and located at Hilton Tucson East at 7600 East Broadway in
Tucson, AZ. We will be serving a continental breakfast at 9:30am,
and the seminar will begin at 10am and last until 12 Noon.
The topic of the Seminar:

“How to talk to and work with physicians that do not
understand Polio and Post Polio Syndrome”
Dr. Eulberg tells us that she always welcomes questions and will have a question answer
session to ask General questions about Polio and Post Polio. Dr. Eulberg is also a Rotarian from the State of Colorado, and quite active in working to eradicate Polio throughout
the world. This is especially important, since Polio is not yet gone from the world! Hilton
Tucson East has graciously allowed members a discounted rate for hotel rooms of $149.00
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POLIO EPIC MEMBERSHIP FORM AND DUES
Type

Renewal

Has your address changed? Yes

New
Name

No
Spouse-Partner

Address

Phone

City

Date

(

)

Zip

State

Print email address if you want your newsletter via email
(Please Print Clearly)

Enclosed is membership fee of $10.00 per person for one calendar
year (Sep 2018– Aug 2019) New Fiscal year started 9-1-18
Please remove my name from the mailing list. I no longer wish to receive the newsletter.
I am UNABLE to pay dues at this time, but wish to continue my membership and receive
newsletter
Amount Enclosed for Membership $
Amount Enclosed for Charitable Donation $

Total Enclosed $
Make checks payable to Polio Epic, Inc. and return to P.O. Box 17556,
Tucson, AZ 85731-7556
PLEASE NOTE: OUR FISCAL YEAR DIFFERS FROM CALENDAR YEAR—The New FISCAL
year for Polio Epic, Inc., began on September 1st, 2018. So, dues sent in from now on will be for the next
2018-2019 year, and the label will show 2018 if you are current.
Polio Epic, Inc. is a registered 501c(3) organization...as such we have rules and regulations that we must
follow in order to keep our tax exempt status. One of those rules that we follow is having a “fiscal” year.
Polio Epic’s new year starts in September in one year and runs through August the next year. When you
see the year at the bottom of your label, it tells you what FISCAL year you have last paid your dues. If
the label says 2017 that means you paid your dues in the PREVIOUS FISCAL year, and are due to pay this
year’s dues. We have kept our dues at a low amount of $10.00 in order to make membership available to
as many people as possible. We provide services to our members based on the income that we receive in
dues and donations. Please remember to check and see if your dues for 2018 have been paid. If you receive this newsletter via email, you will receive a yearly email in September to remind you. If you are not
sure, then call Micki Minner at 520-307-0174, or email: Mickiminner@msn.com . Micki will be glad to
check our membership roles to find the last date you paid your dues! THANK YOU for supporting our
organization, and the services we provide to Polio Survivors in Arizona.
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ALL MEMBERS, PLEASE NOTE: INCREASE IN
GRANT MONEY AVAILABLE
There is an update to our Frank Wadleigh Grants available to all members of Polio
Epic. Thanks to a long term member, named Charles Immler from North Carolina,
we have expanded and increased the Wadleigh Grant program. Now known as the
“Wadleigh / Immler Grant” program. The Board of Directors reviewed the program
and increased the level of funding per member to a $1,500 lifetime limit. If you
have already received a Wadleigh Grant (the limit was only $500)...you can now apply for the additional monies up to the limit of $1,500 ! The rules for applying remain the same. Applicants seeking support for funding durable goods for which
your insurance will not pay. To help when you need a little help to get what is
needed to live with your disability. We have funded things like bathtub lifts, power
wheelchair repairs, new canes, walkers, and bedside commodes as examples. We
wish to acknowledge Charles Immler and Frank Wadleigh for giving Polio Epic,
Inc. monies to serve the members of Polio Epic, Inc.
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